Our objective was to understand the parents' perception of children treated in an ASCT unit. Parents (40) of children and adolescents were interviewed by the department psychiatrist-psychoanalyst, over 9 months. They expressed great distress (22), considerable difficulty in assuming their parental role (with feelings of helplessness and guilt), and had distorted relations with the child whose behavior was unusual and incomprehensible (22). The relation with care providers, who should be 'all-powerful' and harmless, was ambivalent (15). They found it difficult to think or refused to do so, because their 'thoughts are terrifying', and they wanted to forget everything (11). The couple was going through a crisis (9). Temporal landmarks were disturbed (8); ASCT was experienced as a threatening discontinuity in the course of treatment (parents were unable to think of the past, the future, or the present); social landmarks were disturbed (6) with loss of social and professional relations. We concluded that parents may experience intense distress and disorientation. Trained to understand the parents' and their children's thoughts and behavior, the medical team, which includes a psychooncologist, can better help them to understand and support the children, to strike a balance between their parental role and other responsibilities, and prevent conflicts.
cal adverse effects. It is considered a highly distressing situation for the children, 3 because of the severity of the illness, the bleak prognosis, the side-effects and risks inherent in the treatment itself, the setting (isolation and duration), but also for their parents, 4 even though there is considerable variability in their ability to cope. This distress can be lengthy. 5 The way children cope, distress and compliance are partly linked to the behavior displayed by their parents. 6 To gain a better understanding of the parents' perception of ASCT, we conducted a study on how parents perceive their children's experience of HDCT for treatment of a high-risk solid tumor, and on their behavior and thinking patterns.
Setting
The IGR Paediatric Oncology Department has an annual intake of 300 newly diagnosed children referred with a solid tumor. It is composed of two conventional chemotherapy units (24 beds), a HDCT and ASCT unit (11 beds, 60 children each year) and a day-care hospital (7 beds). Apart from the medical and nursing staff, several teachers and volunteers are employed. There is a house at the entrance to the hospital where the parents can stay.
Method
For 9 months (March-December 1998), the team psychiatrist-psychoanalyst (DO) undertook a specific interview with all parents of the children undergoing HDCT and ASCT during which 'they could express what they thought and felt about their child's present treatment in this protected unit, so that the care providers could become more aware of, and attentive to their wishes and needs'. These interviews lasted 45 min and were open-ended but shaped by key words to ensure that similar themes were discussed: the parents' attitude towards the current situation (duration, confinement, toxic effects); towards the illness and the treatment, the risks involved and outcome resulting from such therapy; towards the medical team (doctors, nurses); towards the other parents present in the unit; towards the post-treatment period; towards the sick child, the couple, the siblings; themselves as individuals (fatigue, hope, dis-tress, disturbed temporal and social landmarks, difficulty in thinking about the current situation and the illness or a reluctance to do so).
During the study period, 51 children were treated. Six parents were not included because they did not speak French sufficiently well. Twenty-two children were living in the greater Paris area and 23 in the provinces. Eleven were less than 3 years old, 11 between 3 and 6, eight between 6 and 13, nine between 13 and 16, and six were older than 16. Thirty-seven had siblings. In 22 families, both parents were working, in 18 only the father had a job, and five families had no salaried income. Sixteen children were treated for neuroblastoma, 11 for sarcoma, 10 for medulloblastoma, five for lymphoma, two for retinoblastoma and one for hepatoblastoma.
Forty adults gave their informed consent and five refused. All these parents (including the five who refused) and their children had already had routine psychotherapeutic interviews with DO since the initiation of the treatment as had most of the parents in the Department. As there were constraints on the parents' and DO's time, the interviews could not take place at the same point during treatment but all were scheduled between the first and last week, in the unit. Twenty-one interviews took place in the DO's office and were tape-recorded and 19 were held just outside the child's room because 10 parents 'could not leave the child' and nine missed several appointments.
Results
The parents expressed great distress (22) . Six major themes emerged: considerable difficulty in fulfilling their parental role (22) , an ambivalent relation with care providers, who are expected to be 'all powerful' and harmless (15) , they were unable to think, or refused to do so, because their 'thoughts are terrifying', and they wanted to forget everything (11), the couple was going through a crisis (9) . Temporal landmarks were disturbed (8) (ASCT was experienced as a threatening discontinuity in the course of the treatment; they were unable to think of the past, future, or present). Social landmarks were disrupted (6); they lost their social and professional relations.
Nine parents expressed one item, eight expressed two, six expressed three, two expressed four, three expressed five, and six expressed six. Six did not express any of these items but this was a way of refusing the interview for two of them. For three of them it was an effort to convince themselves that everything was going well and to control their emotions, but in these cases the sick child and siblings had nightmares, and one was authentically coping well. Six expressed mild distress, correlated with only one item, namely, difficult relationships with the staff (1) and difficulty in fulfilling their parental role (5) . Difficulty in fulfilling parental role was always correlated with their acknowledgment of distress, except in three cases.
They expressed great distress
The main reasons were: fear of the child's death, now or later ('I can't help thinking that he will die'), because of the illness or because of the treatment (its side-effects or its failure), having to face the child's sufferings and feeling totally helpless, the impression that they had no choice, the constraints related to the unit (isolation, wearing a mask, etc.); being far away from home. They felt depressed, insensitive, burnt out ('I no longer notice any differences'), ambivalent towards the treatment ('I don't want to be responsible for his suffering').
Assuming and fulfilling their parental role was difficult
Towards the sick child: Children may become incomprehensible, unrecognizable, because of pain ('She says it's as if she's in an unreal world'), physical changes, delirium, behavioral changes ('He's ten years older.' 'My teenager is like a baby.'), muteness (due to mucositis or they find it difficult to express their thoughts and emotions or are afraid to do so). Two parents explained their absence as their inability to face the child's suffering. Some children try to protect their parents (One adolescent said: 'I wanted to remain in control of my image which has deteriorated so much. It was exhausting. When my parents left, I literally collapsed'). Parents 'feel useless': 'I drove three hours to get here, and he's always sleeping', confused ('I do not know if I should stimulate him or let him sleep'), frightened ('Sleeping means depression, and depression means losing his chances of being cured'. 'If we talk, she will notice that I am worried, and she will be disturbed'), guilty ('My daughter looks at me in silence. If only she could shout reproaches at me.', 'When he is rude to me, I don't know what to do. He's suffering so much', 'We can go out, he can't', 'A barrier has been erected between us because of my obsession about contaminating him with germs.').
Towards siblings: Many parents express their concern and their guilt about siblings who feel neglected, or guilty about not being ill. An overwhelmed mother said: 'My second son was almost happy when he learnt he also had a cancer: there was no longer a difference between his sister and himself'! Difficult relations with the staff: Many parents have ambivalent relations with the care providers ('They are capable of curing her and killing her'): on the one hand, there is a profound feeling of solidarity and esteem but there is nevertheless a tremendous gap between them ('How can they possibly understand what we are going through?' 'Sometimes, they are oblivious to the violent content of what they are telling us'. 'I asked for true information, but when the doctor explained the likely effects of the treatment, I wanted to kill him'), the impression of having no choice, of helplessness, of guilt, a burden from which they are trying to be relieved ('If my child dies, I won't be able to help thinking it's their fault'). Several parents, considering that they are failing to fulfil their child's needs and demands, want themselves and the child to be helped (even controlled 'with cameras, so that we are not a danger for the child when we forget to wear the mask or to wash our hands'), but are afraid that such 'support' will cause them to lose their parental role and the child's confidence. Several parents want the care providers to be perfect and fear differences in their practice of medicine ('This leads to a fear of mistakes, doubt, and when we start doubting, it can go very far') but this intensifies their feeling of helplessness and, sometimes, induces childish rivalry with them. A parent explained: 'The child is ours, we know what we should do. We are exhausted and in revolt.'
Thinking is difficult and dreaded: Many parents say that they are incapable of thinking, or only of the child's medical situation, or they refuse to do so ('Thinking is too distressing'. 'If you think, you think of the worst outcome, of death'. 'Thinking arouses doubts, leads to discouragement, renouncement, and thus the child's death'. 'When things go wrong, you are obsessed by the immediate dilemma, but when they appear to be going well, you give free rein to your thoughts which then appear terrifying'. Books, left in a conspicuous position on the bedside table reflect these thoughts: 'Three years in Auschwitz' hell', 'Dante's Inferno', 'Ann Frank's Diary', 'Poirot leaves the stage'. Some explain that thinking is 'useless: we have nothing to say, or to think but are passively experiencing and waiting' because 'When the treatment starts, no one will be able to stop its consequences', 'It is too late to turn back', 'Neither us nor the doctors have a hold over the course of events: only the illness has'. Other parents explain it through their ambivalence ('We are faced with an impossible choice: death is on both sides whether we accept or refuse the treatment', 'I don't know where my child's interests lie'). One mother said she felt that her identity could now simply be equated with the role of the mother of a child who may die, and this identity had no relationship with her former identity. Other parents also felt 'split into two different persons', 'When you are here, you are here; when you are outside, you are outside' and perceive the child as 'two different children with no link between who he was before and who he is now'. Remembering is also feared: 'We will think later, when everything is over. But then, we will have forgotten everything'. 'I want to forget everything as soon as this HDCT is over, as if it had never happened'.
All the adolescents expressed the same fears: 'It was so hard, so painful that you cannot believe that you have experienced such an ordeal. It is unreal. It wipes out your memory'. 'I try to sleep all the time, or use the patientcontrolled analgesia (PCA) pump to remain semi-conscious. Coming back to reality is terrifying'. 'You have to control all your thoughts and emotions to avoid liquefaction'. 'I refuse to answer questions about my illness: I would have to think about it, and I would be so distressed and weak that my illness would triumph'.
The marriage appears to be on the rocks
Misunderstandings and conflicts develop in some couples. The mother is usually penned up in the child's room, and the husband goes on working and takes care of the siblings. She feels imprisoned, bearing all the anxiety that the information received and the child's sufferings provoke. He feels excluded, and may react by being excessively authoritarian towards her or the staff, or may even stop coming. 
Temporal landmarks are disturbed
Isolation and its duration are the main causes. Many parents feel trapped in the present: 'We live minute by minute'. 'There won't be any relief until I am told he is totally cured'. 'I cannot think about the future or about what existed before. I don't want to because remembering the past is too painful in comparison with the present'. 'The past seems so remote, belonging to another world'. A parent added: 'Our family is the victim of an inescapable fate: we are doomed. Only sterilization (of cancer, of family members?) will put an end to this tragedy!', and another: 'It may remind us of other sad events', thus compounding their distress. The parents are therefore incapable of having an overall view of the treatment, and prefer not to. ABMT appears to be an enclave in the treatment, in their life. The child's physical impairment, or behavioral and emotional regression may increase this disarray: 'I don't know what she is capable of doing, nor how old she is'. 'My big boy always asks me to cuddle him, like when he was a baby. ' This disorientation is even greater when HDCT is proposed to treat a relapse or to replace an ineffective previous treatment: 'If the tumor recurs or treatment fails once, is there any guarantee it will not fail again?' 'It will never end'. 'We feel as if we are losing our child bit by bit, at each treatment.' Many parents are impatient that the child leaves the unit, but fear that he/she will be totally unprotected, and that they themselves will be unable to deal with a potential problem. They are upset about what is going to happen next, particularly when no further treatment is planned. Discouragement may ensue when another treatment is scheduled: 'As if such sufferings and risks were not enough; how much longer must this go on?' An adolescent said: 'Can you imagine that another treatment is necessary after such sufferings?'
Social landmarks and relations are disturbed
The main reason is the time spent with the child (4-5 weeks), which may cause financial (transport, lodging, telephone, caring for siblings), professional and family problems: 'How can I possibly tell my friends what is happening here (they will be horrified), what I do here (I do nothing all day long but sit at the bedside)'. Some parents feel different from the other parents in the Pediatric Oncology Department, who often perceive them as a distinct group. This may arouse an ambivalent feeling of loneliness (feared and sought). Many parents perceive the ASCT unit as a dangerous but nevertheless a safe, 'sterile', 'uterine' haven. According to one parent 'Real life is outside, but germ infested', another pondered 'without medical protection'. Some parents perceive this unit as a high-tech place, isolated from the rest of society, with its specific medical, nursing and social rules which they ignore and where they can lose those they usually apply. Three parents compared the unit to a laboratory where experiments are conducted, but none asked to leave it. One adolescent said: 'It was like being screened off from everyday life' whereas for another: 'It was like being in jail. The best you can do is sleep'.
Two items exacerbated the parents' distress
Indeed, further trouble was heaped upon them when ASCT was not planned from the outset but was selected because the previous treatment proved ineffective or because of a relapse and when the family lived far away from the hospital.
Discussion
This study confirms that both the child 7-9 and parents consider HDCT and ASCT as an ordeal during treatment. It shows that the parents' distress may have consequences for the child, the family and the staff. When the parents barely assume their parental role, the child may feel insecure 10 and react with depression or revolt (as may the siblings), which compounds the parents' distress, guilt, and feelings of helplessness. The parents may think that the 'price' paid for the treatment is too high, and be tempted to reject it, when they consider how excessive the child's sufferings are, and when they fear losing his/her love. They may express their distress by forgetting to wear a mask or to wash their hands, or by sparking off conflict with the staff (rivalry, criticism, excessive control), which is sometimes an unconscious attempt to shift their guilt on to the care providers ('If our child dies, it will be your fault, not ours!'). These behaviors contribute to the burnout care providers experience, 11, 12 but also leave a sad and bitter memory of this period in the family, which is even more intense if the child dies. However, the feeling of their value is based on being competent as parents (for all their children [13] [14] [15] ), but it is also based on preserving their family and social role. Finally, we should not forget that such units are 'a closed world', where the parents spend days and weeks together, and exert both a positive and a negative influence on each other.
This study has some limitations. It was conducted in one center and the settings of the interviews were not homogeneous: fathers and mothers react differently; only 20 couples were interviewed in the DO's office (other parents found it difficult to leave the child which could reflect anxiety, fear that something might happen to him/her during their absence, or reluctance); the interviews took place at different points during the treatment. Comparing the study group with a group of parents of children treated during the same period in the conventional chemotherapy units 16, 17 of the department would have been useful. This study is based on narratives, which are more subjective than questionnaires or scales. Notwithstanding, they offer a more vivid and deeper insight into this complex situation. Some parents tend to overstate all the unfavorable aspects, namely their doubts, distress, fears and deliberately avoid talking about the things that are going well. Others are reluctant to acknowledge this difficult situation and resort to denial 4 stating they have nothing to say because they 'have no choice' [18] [19] [20] or understate because of mistrust, anger, fear of their own thoughts and emotion.
Nonetheless, these findings, which are consistent with those reported in other articles, have major implications. It is known that the stress caused by ASCT may last several years after the end of the treatment, with a decline in the patient's self esteem 7 and social competence. 21 It partly depends on the way children experience the treatment and its physical effects, 22 but also on the way their parents cope with this situation, 4 and on the quality of the staff-parentspatient relation. 23, 24 However, the parents' confidence and ability to cope are also linked to their capacity to understand the doctors' explanations, which is also linked to their ambivalence towards them and towards the treatment.
Caregivers should be attentive to parents who express distress, but also to those who say they are coping well: the reasons for such a statement may be diverse and conceal real distress (theirs or the child's). This study does not indicate how to identify excessively fragile parents, but instead, underscores the fact that the difficulty in fulfilling their parental role appears to be a good indicator and a major cause of distress.
To prevent the negative effects of the parents' distress (single parents, especially mothers 4 and families with poor cohesion, 21 who are considered more vulnerable), the pediatrician and the nurses explain to the parents and the child the objectives of HDCT and ASCT, the risks involved, the course of the treatment and the chronology of its side-effects. The parents and the child tell them their expectations and fears, what they are capable of facing and enduring, their limits and their understanding of these elements. The rules in the ward, and the staff's habits are clearly explained: this often avoids misunderstandings and conflicts. However, the staff also need to be trained and helped to understand the paradoxical and disturbing behavior the parents and the children may sometimes display. Thus, the staff can then better assist the parents in continuing to assume their parental role and such help can secure and preserve therapeutic alliance, [25] [26] [27] and may prevent the couple from going through a pointless crisis, thus reassuring the child. The psycho-oncologist, who is a member of staff but involved in the care of the child in a different manner can offer useful advice and explanations, 28 and provide his/her own clinical support to the child and parents. 29 Teachers and volunteers 30 can relieve the parents of some of their responsibilities. The children can thus continue to be children, expressing their fears, emotions, and thoughts. 31, 32 Social support 33 also helps parents to preserve their parental role, and can help prevent a family crisis. A multidisciplinary team is essential if all these medical, nursing, psychological, social tasks are to be achieved.
In conclusion, parents of children undergoing HDCT and ASCT experience intense distress and disorientation. They should be helped to understand the children's thoughts and behavior, to support them, to preserve their self-confidence as parents and as citizens. The staff, which includes a psycho-oncologist, should be helped to understand the children's and parents' thoughts and behavior, in order to secure and preserve the therapeutic alliance with them, so that dangerous conflicts and burnout are avoided.
